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Disabled Village Children — 


Part of Primary Health 


Introduction 


Those of us in the “helping” professions 
must always be searching for forgotten areas 
of need. The Hesperian Foundation and David 
Werner have once again pointed the way ina 
soon-to-be-published book, Disabled Village 
Children: A Guide for Health Workers, 


Community and Families. This issue of 
CONTACT shares with its readers a small 
portion of that book as well as an article from 
the same publisher emphasizing the need for 
concern. We hope that it moves health 
workers around the world to include the dis- 
abled, specially the children, in their plans for 
primary health care. 


DISABLED VILLAGE CHILDREN 


A Part of Primary Health Care 
by David Werner and the Hesperian Foundation 


Why be concerned about disabled children? 


To anyone who has worked with, cared for, and 
come to love a child who happens to be dis- 
abled, the answers are clear. 


Disabled children have the same needs as 
other children — plus other even greater needs 
— many of which are often poorly met. 


There are more than 100 million disabled chil- 
dren in developing countries. They are among 
those persons at ‘greatest risk’, yet whose spe- 
cial needs are basically neglected by Minis- 
tries of Health, of Education, and of Social Wel- 
fare. 


Convincing arguments? To some of us, yes. 
But among the experts and planners of public 
health, doubts are still raised as to whether 
‘Rehabilitation of Disabled Children’ should 
be considered important enough to include in 
‘Primary Health Care’. Today, few community 
health workers receive significant training in 
helping families meet the needs of disabled 
children. Most village health worker hand- 
books barely touch on disability — except for 
the standard measures to prevent polio (im- 
munization) and night blindness (green leafy 
vegetables, etc.). Usually there is nothing on 
rehabilitation. 


The arguments against giving importance to 
‘Rehabilitation of the Disabled’ in primary care 
are generally these: 


1. Disability is not a ‘priority’ (important) 
problem as compared, for example, to 
childhood diarrhoea, which affects virtually 
every child. 


2. Rehabilitation is too complicated a field; 
village health workers with limited training 
could not possibly learn enough to become 
effective rehabilitation workers or counsel- 
lors. | 


3. Many of the aids and special materials 
needed for effective rehabilitation are too 
expensive to be included in the budget of a 
primary care programme. 


4. If they survive, most disabled children will 
become disabled adults who, in any case, 
will not be likely to contribute much 
(economically ?) to society. 


WE DO 
NOT 
AGREE 


WITH 
THESE 
ARGUMENTS 


We disagree with each of these arguments. 
Our disagreement is based on our experience 
working with disabled village health workers 
in arural rehabilitation programme in Mexico, 
and on visits to other similar programmes in 
various parts of the world. 


1. We argue that ‘Rehabilitation of Disabled 
Persons’ is a priority need in developing 
countries (as it is in developed countries) and 
that it should be included in the basics of 
primary care. 


Surveys from several countries have shown 
that roughly 1 of every 10 children is disabled. 
Clearly not all these ‘disabled’ children have 
severe disabilities. In fact, one survey in the 
Philippines, showing that one in seven chil- 
dren were disabled, included ‘scabies’ (an eas- 
ily curable skin infection) as a disability. How- 
ever, itis probably safe to say that one of every 
20 to 30 children has a disability severe 
enough to create serious hardships for both 
family and child. For these children special re- 
habilitation measures can often make acritical 
difference. 


Furthermore, severely limiting disability — 
especially physical disability — is more com- 
mon in poor countries and communities than 
in rich ones (more polio, more accidents, more 
birth damage, etc.). 


Still, some experts say one in 30 children is not 
much when compared to infant diarrhoea — 
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which strikes every child 2 or 3 times a year 
and is the major cause of death in children. 
True, in terms of numbers of children affected, 
but not true in terms of time with hardship. 
When we compare the number of days that 
children and their families are afflicted by dis- 
ability and by diarrhoea, we find that the count 
is far greater for disability. This is because (on 
the average) diarrhoea may affect a child (on 
the average) for 10 days a year for the first 5 
years of life: 10 x 5 = 50 days. Yet disability is 
usually permanent, so if a disabled child lives 
an average of 25 years, this means 365 x 25 = 
9125 days. If one child is disabled for every 30 
who suffer from diarrhoea, then, to total the 
days of affliction, we have 


1childx9125days = 9125 days afflicted by 
disability 


30 children x 3 days diarrhoea 3 times/year for 


5 years , 
= 1350 days afflicted by 
diarrhoea. 


What we are trying to point out is that in 
terms of ‘impact’ or overall effect on the 
health, economy, emotions, and ‘quality of 
life’ of individuals and families, one disabled 
child out of 30 may place a burden on the com- 
munity up to 6 times that caused by diar- 
rhoeal disease. 


COMPARISON OF HARDSHIP CAUSED BY 
DISABILITY AND DIARRHOEA IN A 
COMMUNITY 


DAYS OF EMOTIONAL, SOCIAL, AND ECONOMIC 
HARD TIMES — FOR EVERY 30 CHILDREN 


1 CHILD (IN 30) 
DISABLED FOR LIFE 
(25 YEARS AVERAGE) 


9125 days 


450 CASES OF DIARRHOEA IN 
30 CHILDREN (AVERAGE CASE 
OF DIARRHOEA = 3 DAYS) 


1350 days 


The numbers we have used can be debated. 
But the point they make is clear. A child with 
diarrhoea either dies or gets well. In either 
case, family function returns to normal fairly 
quickly. But disability goes on and on. Its so- 
cial, emotional and economic cost to the fam- 
ily and community can be enormous—and can 
go on for years and years. Without rehabili- 
tation of the child — and re-education of the 
community about disability, the disabled child 
is likely to become an unhappy, unemployed, 
completely dependent adult —a long term bur- 
den to himself and society. With rehabilitation, 
often that same child will become a more fulfil- 
led, more independent adult, who actively 
contributes to society. 


The effects of rehabilitation will often extend 
over many years, and have a multiplying ef- 
fect. 


For example, consider a 7 year-old child 
whose mother keeps him in diapers ‘because 
he cannot walk’. If a primary care worker can 
give the mother simple advice on ‘toilet train- 
ing’ the child, and also, its importance, this 
can make things easier and more agreeable 
for both mother and child. The child will grow 
in dignity and independence. Being toilet 
trained may make the critical difference in 
whether he is admitted to school. And school- 
ing may make the difference, when he grows 
up, between becoming a beggar and outcast, 
or becoming a happy, hard-working adult. A 
small difference in rehabilitation can make a 
big difference in a child's life. 


2. Although rehabilitation is a big field (as is 
health care), it has ben shown that villagers 
with very little formal education can become 
effective rehabilitation workers, covering a 
range of basic skills. The challenge Is similar to 
that of primary health care: to simplify and de- 
professionalize. We need to take the magic and 
the big words out of ‘physio-therapy’ and ‘or- 
thopaedics’, decide what is basic, and find 
ways to put that basic knowledge into the 
hands of the people. 


In acommunity where 1 in 30 children is significantly 
disabled, the total amount of hardship (social, emo- 
tional and economic) resulting to _ individuals, 
families and the community is about 6 times as much 
caused by disablility as that caused by diarrhoea. 


Diarrhoea is now a first priority in primary Health 
Care. Why not disability also? 


What difference can 
simple rehabilitation 
at the village level 
make... 


... to the disabled child? 
... to the child’s family? 
... to the community? 


Also important is to include a few basics of re- 
habilitation in the basic training of community 
and village health workers. Such training 
should include instructions and practice. 


The main responsibility of health workers in 
the area of rehabilitation — as in health care in 
general — must be that of educators. Their job 
is to help families of disabled children learn 
how to provide basic therapy, make simple 
aids, and help the child become as self-reliant 
as possible. 


Where possible, we also feel it is important 
that community rehabilitation programmes 
be started and staffed mainly by local, mod- 
estly trained ‘rehabilitation workers’. If these 
workers are disabled themselves, there are ad- 
vantages. They sympathize more personally 
with the problems of the children they attend, 
but they also serve as role models: the chil- 
dren and their parents see that disability need 
not prevent a person from learning skills and 
leading a productive, generous life. 


3. Although commercial aids for the disabled 
have become so costly that they often 


economically handicap the family that has to 
buy them, many low cost alternatives are pos- 
sible. People can make homemade wheel- 
chairs, seating aids out of cardboard boxes, 
low cost metal or plastic braces — all at a small 
fraction of their equivalent commercial cost. 


What is more, when the family itself is invol- 
ved in making the aid, it can adapt it to the par- 
ticular needs of the individual child, repair or 
change the aid as needed, and take a more 
self-reliant, knowledgeable part in the child’s 
care. 


Where possible, the child himself can help 
make his own aids. For example, Don Caston 
of AHRTAG, has worked with groups of dis- 
abled children in many countries, teaching 
them to make a wide variety of aids using local 
materials at almost no cost. 


4. Whether or not ‘most disabled children will 
become disabled adults who will be a burden 
rather than contribute to society’ is still not cer- 
tain. Up to now, society has failed to give dis- 
abled persons a fair chance. But things are 
changing. 
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In developing countries, however, the disabled 
have so far not managed to organize much. 
They still have litthe opportunity to become 
educated, to master skills, and to become rela- 
tively independent. But, thanks in part to the 
International Year of the Disabled and the 
present International Decade of the Disabled, 
this situation is slowly beginning to improve. 


In several countries, disabled persons have 
begun to find a valuable role as health or re- 
habilitation workers. In Project Piaxtla, a vil- 
lager-run health care network in Mexico, dis- 
abled health workers have often proved to do 
a better job, and to last longer (as community 
health workers) than many of the able-bodied 
workers. The leadership of the project Piaxtla 
has been taken over by one of these disabled 
workers. 


From our long experience in village health 
care, we have come to realize that physically 
disabled young people often make excep- 
tional community health workers. After hav- 
ing spent years on the margin of community 
life, they welcome the chance to play the cen- 
tral respected role of health promoters. And 
perhaps because of their own difficulties, they 
often have special sympathy and understand- 
ing for the problems of others. In a sense, their 
weakness becomes their strength. 


One young man with a leg paralyzed by polio 
made this same point in a different way. He 
told us, “ You know, | think that having a phys- 
ical handicap helps me to have more under- 
standing for other people, to be kinder.” 


Of course, not all disabled persons have the 
same ‘insight’ as this young man. But we have 
noted that many disabled persons — especially 
those who have managed to learn skills and 
lead fulfilling lives — have developed an excep- 
tional ‘view of the world’. They feel a sort of 
brother-and-sisterhood with other disadvan- 
taged, exploited, and oppressed peoples — the 
Earth's ‘socially handicapped’. They are com- 
mitted to working in their own different ways 
toward a fairer world — one in which the silent 
speak out and the weak grow strong by joining 
hands. They feel that all who are disabled 
should be given an equal chance. They would 


like to help in the rehabilitation of a socio-pol- : 


iticAlly disabled human race on ecologically 
disabled earth. 


Perhaps we dream — but the dream is shared 
by many. In any case, many disabled persons 
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are already contributing in important ways to 
society; and far more disabled persons could 
become more of a benefit to themselves, their 
families and their communities if they were 
given greater opportunities. 


The process of ‘the disabled becoming 
able’ depends on 3 key actions: 


1. Family and community-based _rehabili- 
tation. Rehabilitation strives for the great- 
est possible self-reliance: within the com- 
munity, within the family, and within the dis- 
abled individual. The main rehabilitation 
workers are usually family members and 
friends with guidance from local health and 
rehabilitation workers. The goal of rehabili- 
tation should be to help the person do 
more for herself and for others. 


2. Re-education of the community. If the dis- 
abled are to gain a fair chance with regard 
to schooling, social activities, employment, 
people need to change their attitudes about 
disability. They need to learn to appreciate 
the disabled for their strengths and not just 
their weaknesses. Both adults and children 
in the community need personal interac- 
tion with disabled individuals. They need to 
realize that many disabled persons have 
very human feelings, need loving relation- 
ships, enjoy work, play and adventure, and 
often manage to adapt to their disabilities 
and accomplish remarkable achievements. 


Public re-education can take place in many 
ways: through discussions and shared ac- 
tivities; through local theatre; through in- 
viting adults and children to help in the 
community rehabilitation programme 
(especially if itis one for disabled workers); 
through having the community build a 
playground for disabled and able-bodied 
children to play together; by conducting 
CHILD-to-child activities with school chil- 
dren concerning disabilities; etc. 


3. Organization by the disabled and their 
families. Society rarely changes its treat- 
ment of any disadvantaged group in a 
major way — unless such groups organize, 
make demands, and begin to work towards 
changes for themselves. This has been true 
for women’s rights, for farm and industrial 
workers, and for native peoples in many 
colonized parts of the world. 


SIMPLE STEPS TOWARD INDEPENDENCE — A true story 


Gabriel is 7 years old. He lives with his family in 
Mazatlan, Mexico. He was born with arthrog- 
ryposis. Some of his joints are stiff and straight, 
others are stiff and bent. He lacks most of the 
muscles in his arms, legs, and hands. He cannot 
sit alone or lift a hand to his mouth. 


Gabriel's parents love him dearly and care for him 
tenderly. However, when he was born, doctors 
told them that nothing could be done for him. So 
his parents grew used to doing everything for 
him. As he grew older, they carried him in their 


arms, changed his diapers (nappies) when he 
dirtied them, and gave him food in his mouth. 
They treated him like a baby — though he no 
longer was one. 


When his mother learned of PROJIMO, she took 
Gabriel there, hoping that with surgery or special 
medicine, he might improve. The village rehabili- 
tation workers at PROJIMO investigated all possi- 
bilities. They even took him to a famous hospital 
for disabled children. But the specialists said they 
could do nothing for Gabriel. 


Fortunately, therapists who were visiting PRO- 
JIMO as instructors explained to the team that in 
fact there was a lot that could be done, not to help 
Gabriel walk, but to help him do more for himself 
— within his possibilities. The team began to work 
with the family, to help Gabriel become more in- 
dependent. 


Now, with the help of the village rehabilitation 
workers and his family, Gabriel is able to meet 


In most developed countries, disabled per- 
sons have began to organize, to “raise the 
awareness” both of other disabled people 
and of policy-makers as to the needs and 
rights of the disabled. As result of their 
pressure, more public transport and public 
buildings are now made so that wheel- 
chairs can get in. Government is now re- 
quired to provide education for disabled 
children — wherever possible within the 
standard schools. Public funding is available 
for therapy and special programmes for the 
retarded. And pressure is placed on busi- 
ness to employ the disabled. Groups like 


some of his basic needs for himself. He feels less 
like a baby and more like a young man. 


He has stopped using diapers (nappies); he asks 
when he needs to go to the toilet. 


He has learned to use his mouth like a hand, to 
hold and do things. 


He has learned to feed him- 
self. He swings his arm onto 
the table using his neck 
muscles, and hooks his hand 
over aspoon. Using the edge 
of the table and the rim of the 
dish to push against, he see- 
saws the spoon to his mouth. 
To drink he uses a straw with 
a bend in it. S 


FL 


Gabriel's family has joined Los Pargos, an or- 
ganized group of families of disabled children. He 
attends school in a specially-adapted wheelchair 
that he can move himself. He is learning to read, 
write, paint pictures, and to play with other chil- 
dren. 


There is much more that Gabriel and his family 
will be able to achieve, now that they all see how 
much he can do for himself. Gabriel is happy and 
eager to learn more. 


Most children with arthrogryposis are very intelli- 
gent. If given a chance, many can learn to doa lot 
of things for themselves, even with severe disabil- 
ity. Often they try hard and are eager to learn. It 
is very important that these children be encour- 
aged and helped to do as much as they can for 
themselves, and that they go to school. 


the “Center for Independent Living” in 
California and elsewhere have done much 
to help gain entry and acceptance of dis- 
abled persons into sports, entertainment, 
cultural events, and a wide range of social 
activities. r 


In poor countries, again, the disabled have yet 
to organize. Where social forces make poverty 
and poor nutrition the primary disabilities, a 
different organizational approach is needed. 
Perhaps the oppressed and disadvantaged 
groups need to recognize what they have in 
common, and to struggle together for the 
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social changes that will permit response to 
their individual demands. There are no easy 
answers, but it is likely that long term answers 
will only be achieved when the various groups 
of ‘the weak’ find strength in unity. 


OING TO CHANGE YOU! 


“(Ha 
iy -& 


In developing countries there are various as- 
sociations and organizations of disabled per- 
sons, or of families of disabled persons. Most 
of these concern specific disabilities and are 
chapters of international associations, for ex- 
ample, the Cerebral Palsy Association in India 
and elsewhere. 


Also there are a few examples of local groups 
that have organized independently. One that 
we are most familiar with is ‘Los Pargos’, a 
group of families of disabled children in Mazat- 
lan, Mexico. The families have pressured the 
city school board to provide space in a govern- 
ment school for the primary education of the 
children too severely disabled to attend reg- 
ular school. The government also pays the 
salaries of special teachers — two of whom are 
themselves physically disabled. ‘Los Pargos’ 
organizes outings for both the children and the 
parents — to the beach, to museums, to festi- 
vals, etc. In addition to their primary school the 
children also have daily ‘arts and crafts’ 
periods in which their main activity is to create 
pictures and decorative designs out of shells, 
seaweed, coral and other things they gather 
on their outings to the beach. Some of their 
creations are quite beautiful. Periodically they 
hold a sale of the children’s art work, to raise 
money for the group's activities, supplies and 
transportation. Thus the disabled children are 
already beginning to ‘pay their way’; this 


6 


builds confidence and pride in both the chil- 
dren and parents. 


Possible ways of including rehabilitation 
of the disabled — especially of disabled 
children — in primary health care. 


The planners and experts of primary health 
care commonly agree that the needs of chil- 
dren and mothers should be given first pri- 
ority. They also agree that special effort should 
be made to help those at greatest risk. 


Unfortunately, the agreement ends when it 


¥ comes to disabled children. We wonder why. 


Disabled children are clearly children of higher 
risk than non-disabled children. In parts of 


. Africa, children who do not manage to walk 


are said rarely to survive childhood. In India, 
only half the blind babies reach age five. Even - 
greater than the risk of death, however, is the - 
risk of leading a miserable life, without dignity 
or hope. This is an extremely high risk for most 
of the Third World’s disabled children. What is 
more, the whole family of the disabled child — 
especially the mother and other children, is at 
higher risk because of the increased economic 
and emotional strain. This is especially true in 
Latin America, where parents tend to pour so 
much time, energy, and resources into their 
disabled child (often in a dangerously depen- 
dency-creating way) that their other children 
and responsibilities are neglected. 


Is it true that in terms of ‘days of hardship’ 
ing quality of life rather than just reducing 
‘morbidy’ and mortality (sickness and death)? 


Are there in fact millions of disabled children 
in the world whose quality of life could be sig- 
nificantly improved by simple rehabilitation 
measures in the community and home? 


Is it true that in terms of ’ days of hardship’ 
that disability in children in a typical poor 
community causes more hardship than all the 
cases of childhood diarrhoea? 


If all these statements are true, then we feel 
that it is extremely important that rehabilita- 
tion of the disabled not only be included in all 
Primary Care plans, but that it be given fairly 
high priority. It is especially important that 
community-based programmes, which recog- 
nize the link between health and social justice, 
include activities with disabled persons. 


Suggested Ways to Include the Disabled 
in Primary Care at the Community Level 


1. Recruit disabled persons to train and serve 


their communities as health workers. Dis- 
abled persons should be considered for 
health workers by the community using the 
same means of selection that is used for 
able-bodied health workers. All we ask is 
that the group leader point out that dis- 
abled persons can be selected and that they 
have often proved to be outstanding health 
workers who chose to serve first those in 
greatest need. 


. Include some basic training in simplified re- 
habilitation within health worker training 
courses. This need not take a lot of time (1-3 
days). Its main purpose would be to expose 
the health worker to the idea that some sim- 
ple things can be done to assist the dis- 
abled child and her family. Basic training 
might include: 


e To help the family learn to help their dis- 
abled child learn to do more things for her- 
self rather than doing everything for her. 


e To help the family figure out simple 
homemade aids that can help the child sit 
up, move about, and take part in family ac- 
tivities more fully. 


e To learn a few very basic principles of 
therapy (in part to be determined according 
to common disabilities in therapy). 


e To understand — and help the family 
understand — that there are simple ways to 
prevent or arrest early contractures (daily 
exercise and stretching games, night 
splints, etc.). 


e To help the family realize the importance 
of meeting the child’s needs but not spoil- 
ing her. (In some cultures, disabled children 
are neglected, in others spoiled, and often 
a combination of both.) 


e Tolook for ways of making life more inter- 
esting and fun for the child. For example, to 
turn exercises into games. 


e To know of what possibilities exist for the 
family to get special help for the child. 


e To look for ways of getting the child into 
school. 


e To visit the child and family periodically 
to provide encouragement, advice, and 
moral support. 


e To cooperate with school teachers in in- 
troducing ‘CHILD-to-child’ activities about 
disabilities. (Activity sheets available from 
TALC or the Hesperian Foundation.) 


e To give health workers ideas about how 
to build a ‘rehabilitation playground’ using 
local resources, local children, and lots of 
imagination. 


e To learn how to find and look things up 
in simplified reference books and materials 
on disability. 


If possible, basic training should include a visit 
to a community rehabilitation centre, where 
health workers can observe many ofthe things 
just described. The main purpose would be to 
trigger the health workers’ imagination as to 
what is possible. 


3. Provide health workers with a simplified 
reference book on disabilities and rehabili- 
tation. Briefly review with them how to look 
things up. For health workers who cannot 
read, pamphlets and sheets of line draw- 
ings can give many reminders and sugges- 
tions (for example, playground equipment, 
simple aids, exercises, etc.). 


4. Where possible, organize a community re- 
habilitation project or centre, and find 
ways of training local persons (preferably 
disabled) as part or full-time workers. 


There need not be a rehabilitation centre 
in every small village or community. One 
centre can serve several neighbouring com- 
munities and function as a referral and 
training centre for the community health 
workers. 


The community rehabilitation centre 
should provide basic rehabilitation ser- 
vices (family counselling and education, 
therapy, braces, special seating, wheel- 
chairs and orthopaedic aids, artificial limbs, 
etc.), at low cost (low production and oper- 
ational cost as well as low cost to the fam- 


ily). 


In order to help families find realistic sol- 
utions, the centre must constantly look for 
ways to ‘do things simple and cheap’ using 
local resources. 
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The rehabilitation workers are local and 
relatively unskilled (not professionals). 
They should be willing to work at the wages 
of local labourers, not at the disproportion- 
ately high earnings of many professionals. 


. If possible, there should also be a good re- 
ferral system where persons with problems 
beyond the capacity of the local rehabili- 
tation workers can be sent for surgery or 
special aids. At best such a referral centre 
will cooperate closely with the rehabili- 
tation workers, provide advice on difficult 
problems, review their work, and give them 
instructions on special therapy, aids and 
management for specific disabled persons. 
When possible, committed professionals 
(physical therapists, orthotists, social 
workers, craftsmen) would visit the centre 
on a teaching basis — as resource persons, 
not as bosses. 


. Try to organize the disabled persons in the 
community and the families of disabled 
children to form a group that helps each 
other out, carries out a variety of activities, 
provides moral support for each other, and 
defends the rights and interests of the dis- 
abled. Local health or _ rehabilitation 
workers can help get such a group started. 


. Try to involve many persons from the com- 
munity (adults, children, teachers, etc.) in 
as many ways as possible, for example: 


— in building or preparing the centre. 

— in constructing a low cost rehabilitation 
playground (where disabled and able- 
bodied children can play together). 


— in providing room and board at low cost 
for visiting disabled children and their 
families from neighbouring com- 
munities. 

— at helping in the centre (local craftsmen 
can be an especially big help, and if they 
get into the spirit, may be willing to do- 
nate time). Also, local children can help 
make educational toys, playground 
equipment, therapeutic aids and many 
other things. 

— helping with the therapy, entertainment, 
and education of disabled children tem- 
porarily at the centre. 


. The first goal of health workers and re- 


habilitation workers should always be to 
help the families of disabled children to be- 
come more self-reliant in meeting their chil- 
dren's needs and in helping their children 
manage to do more for themselves. 


The second goal is to create fuller accep- 
tance of, appreciation for, and interaction 
with disabled persons by the whole com- 
munity. 


To help meet both of these goals, the 
families of disabled children and the dis- 
abled children themselves should be en- 
couraged to participate together with the 
health and rehabilitation workers, local 
craftsmen, community volunteers and 
local children in maintaining the centre, 
making aids and equipment, keeping rec- 
ords, helping with therapy and in whatever 
way they can. 


MAKING THERAPY FUNCTIONAL AND FUN 


Most disabled people in the world live in vil- 
lages and poor communities where they never 
see a ‘rehabilitation expert’ or ‘physical 
therapist’. But this does not always mean that 
they have no ‘rehabilitation’ or ‘therapy’. In 
many villages and homes family members, 
local craftspersons, traditional healers, and 
disabled people themselves have figured out 
ways for persons with disabilities to do things 
better and move about more easily. 


We have examples where local carpenters, 
tinsmiths, leatherworkers or blacksmiths have 
put together simple crutches, carts, wooden 
legs and other aids. We know parents who 
have figured out ways of adapting daily ac- 
tivities so that their children can help do farm 
work or housework — and at the same time get 
much of the exercise (therapy) they need. 


Sometimes the ‘rehabilitation’ that families 
and communities figure out by themselves 
works better in their situation than do 
methods or aids introduced by outside pro- 
fessionals. Here are two examples: 


1. In India, | met a villager who had lost a leg 
in a house-building accident. Using his 
imagination, he had made himself an artifi- 
cial leg with a flexible foot out of strong wire 
with strips of an old cotton blanket for pad- 
ding. After several months, he had the 
chance to go to a city where a professional 
‘leg maker’ (prosthetist) made him a costly 
modern fibreglass leg. The man tried using 
the new limb for a couple of months, but it 
was heavy and hot. It did not let his stump 
breathe like his ‘wire cage’ leg. And he 
could not squat to eat or do his toilet, as he 
could with his homemade leg. Finally, he 
stopped using the costly new leg and went 
back to the one he had made. For the cli- 
mate and customs where he lived, it was 
more appropriate. 


This portion of CONTACT is part of the soon-to-be- 
published book Disabled Village Children by the 
Hesperian Foundation, P.O. Box 1692, Palo Alto, 
CA 94302, U.S.A. 


Two words often used by people who work with 
disabled persons are ‘rehabilitation’ and 
‘therapy’. 


Rehabilitation means returning of ability, or help- 
ing a disabled person to manage better at home 
and in the community. 


Therapy basically means treatment. Physical 


therapy — or physiotherapy — is the art of improv- 
ing position, movement, strength, balance, and 
control of the body. Occupational therapy is the 
art of helping a disabled person learn to do useful 
or enjoyable activities. 


We speak of ‘therapy’ as an art rather than a sci- 
ence because there are many different beliefs and 
approaches, and because the human feeling that 
goes into therapy is as important as the methods. 


2. In asmall village in Mexico, over the years, 
the community together with its deaf citi- 
zens has developed a simple but expressive 
‘sign language’ using their hands, faces, 
mouths, and whole bodies to communi- 
cate. As a result, children who are born deaf 
quickly and gracefully learn to express 
themselves. They are well accepted in the 
community, and some have grown up to be- 
come Creative and respected craftspersons. 
This village method of ‘total communica- 
tion’ allows the deaf children to learn a use- 
ful language more quickly, easily, and effec- 
tively than does the ‘lip reading and 
speech’ method now taught in the cities. 
For children who are born deaf, attempts to 
teach only _ lip-reading-and-spoken-lang- 
uage often end in cruel disappointment. 
The ‘special educators’ in the cities could 
learn a lot from these villagers. 


Disabled children — if allowed — often show 
great imagination and energy in figuring out 
ways to move about, communicate, or get 
what they need. Much of what they do is, in ef- 
fect, ‘therapy’ artfully adapted for and by each 
child. 


With a little help, encouragement, and free- 
dom, the disabled child can often become her 
own best therapist. One thing is certain: she 
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will make sure her therapy is ‘functional’ (use- 
ful), always changing it to meet her immediate 
needs. A disabled child, like other children, in- 
stinctively knows that life is to be lived NOW 
and that her body and her world are there to 
be explored, used, and challenged. The best 
therapy is built into everyday activities: play, 
work, relationship, rest, and adventure. 


The challenge, then, for health workers and 
parents (as well as for therapists), is to look for 
ways that children can get the ‘therapy’ they 
need in ways that are easy, interesting, and 
functional. 


This takes imagination and flexibility on the 
part of all those working with disabled chil- 
dren. But mostly, it takes understanding. 
When family members clearly understand the 
reasons for a particular therapy and the basic 
principles involved, they can find many im- 
aginative ways to do and adapt that therapy. 


Appropriate therapy helps the child to enjoy him- 


self, be useful, and take part with others, while 
mastering the skills for daily living. 


Physical therapy and rehabilitation techniques 
have been developed mostly in cities. Yet most 
of the world’s disabled children live in villages 
and farms. Their parents are usually very busy 
growing the food and doing the chores to keep 
the family fed and alive from day to day. In 
some ways, this makes home therapy more 
difficult. But in other ways it provides a wide 
range of possibilities for exciting therapy in 
which the child and his family can meet life’s 
needs together. 


Here is a story that how therapy can be 
adapted to village life. 


Maricela lives in a small village ona river. She has 
cerebral palsy. When she was 4 years old, she was 
just beginning to walk. 


But her knees bumped together when she tried to 
take steps. So she did nottry often. Also, her arms 
and hands were weak and did not work very well. 


Her family saved money and took Maricela to a re- 
habilitation centre in the city. After a long wait, a 
therapist examined her. He explained that Mari- 
cela needed to stretch the muscles on the inner 
side of her thighs, so her knees would not press 
together as much. 


He recommended that her 
parents do special exercises 
with her, and that they buy a 
special plastic seat to hold 
her knees wide apart. 


He said she also needed ex- 
ercises to strengthen and in- 
crease the control of her 
hands and arms. 


He suggested buying her 
some special toys, game 
boards, and aids to practise 
handling and_— gripping 


Maricela’s family could not 
afford these costly things. So 
back in her village her father 
used whatever he could find 
to make similar aids at low 
cost. First he made a special 
seat of sticks. 


Later he made a better seat with pieces of wood, 
and an old bucket to hold her legs apart. 


Then, using a board, corn 
cobs and rings cut from 
bamboo, he added a 
small table so that she 
could play games to 
develop hand control. 


He also made a hand exerciser out of bamboo. 
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At first, while they were strange and new, Mari- 
cela used her special seat and played with her 
special toys. But soon, she got bored and stopped 
using them. She wanted to do the things that 
other children did. She wanted to go with her 
father and.brother to the cornfield. She wanted to 
help her mother prepare food and wash the 
clothes. She wanted to be helpful and grown-up. 


So she broke her special toys and refused to sit in 
her special seat. Her parents were furious with her 
— and she loved it! She would sit for hours with 
her knees together and her legs bent back. Walk- 
ing began to get more difficult for her, so she did 
not walk much. 


Her parents then visited a small rehabilitation 
centre in a neighbouring village. The village team 
suggested that they look for new ways to help 
Maricela keep her knees apart and improve con- 
trol of her arms and hands — ways that would be 
exciting and help her to develop and practise use- 
ful skills together with the rest of her family. Here 
are some of the ideas that Maricela and her par- 
ents came up with: 


When she was good (and sometimes even if she 
was not) her father would let her help shell corn 
with him and the other children. Because she had 
trouble holding the corn and snapping off the 
grain with her fingers, her father made a special 
holder and scraper. 


piece of old 
saw blade 
holes to let peivvaen 
: = ") 42ustick 
grain drop RU ate 
into basket ; y 


cut out space 
with nail 
points coming 


stoppers to Neiasaey 


hold board through bottom, 
on basket to hold ear 
of corn 


The basket between her legs held her knees apart, 
and the shelling of the corn strengthened her 
arms, gave her practice gripping, and improved 
her coordination and control. 
shelling corn 
(taking the 
dried grain 
_ off the cobs) 


It was hard, important work that Maricela found 
she could do. And she loved it! 


Maricela’s mother sometimes invited her to help 
wash the clothes at the river. Maricela would sit at 
the river's edge a big ‘washing rock’ between her 
legs. She would wash the clothes by squeezing 
and beating them against the rock — just like her 


The rock kept her knees apart and the squeezing 
and banging strengthened her hands and im- 
proved her control. But what mattered was get- 


ting the clothes clean. It was hard work. But she 
found it easy — and fun! 


Coming back from the river, 
Maricela just had to walk. It 
was too far to crawl. And be- 
sides, she had to help her 
mother carry back’ the 
washed clothes. This was 
hard, but she tried hard, and 
could do it! 


Carrying the pails of clothes 
helped her learn to walk with- 
out bending and jerking her 
arms so much. 


To help Maricela grip the handle of the pail easier, 
her father wrapped a long strip of old bicycle 
inner tube very tightly around the handle. But 
when Maricela’s hand sweated, the smooth rub- 
ber got slippery. So her father wound a thin rope 
around the rubber. This way, Maricela could hold 
it better. 


As time passed she learned how to carry a bucket 
of clothes on her head — then a bucket of water. 
To do this took a lot of practice with balance and 
control of movement. She just had to keep her 
legs further apart to keep her balance. 


Her mother was almost afraid 
to let her try carrying the water. 
But Maricela was stubborn — 
and she did it! Maricela also 
discovered that if she floated a 
gourd dipper (or a big leaf) on 
top of the water, it helped keep 
the water from splashing out. 


So, by trying different things, 
Maricela’s family, and Maricela 
herself, learned ways to create 
therapy and aids that were ef- 
fective, useful, and enjoyable. 


Maricela did learn to walk bet- 

ter, and to use her hands and 

arms to do many things. But 

this took a long time. Some- 

times she would try something that was too hard, 
and almost give up — But when her little brother 
would say she could not do it she would keep try- 
ing until she succeeded. 


Even when Maricela liked doing something, be- 
cause she was a child she would get bored and 
not keep doing it for long. Her parents always had 
to look for new ways for her to get her therapy. It 
became a challenge and a game for them, too. 


Of course, Maricela loved horses. So her father 
made her a rocking horse out of old logs, bran- 
ches of trees, and a piece of rope for a tail. 


Her father noticed that she was 
beginning to walk on tiptoe, so 
he made special stirrups for 
the rocking horse. With these, 
when she rocked, her feet 
stretched up in a more normal 
position. 


The example of Maricela’s ‘therapy’ cannot 
and should not be copied — but instead, 
learned from. In fact, the story suggests that 
no approach to rehabilitation should be 
copied exactly. Our challenge is to understand 
each child’s needs, and then to look for ways 
to adapt her rehabilitation to both the limita- 
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The rocking horse kept her knees apart, 
strengthened her hands, and helped her improve 
her balance. Maricela loved her horse and some- 
times rocked for an hour or more. When she got 
off, it seemed she could walk better. 


After Maricela had learned to ride the rocking 
horse, she wanted to ride the real thing. She beg- 
ged and begged. So one day her father let her ride 
with him to the cornfield on his donkey. He 
suggested she ride in front of him where he could 
hold her. But she insisted on riding behind, like 
other children do. 


So he fixed some stirrups and let her ride behind. 
Her legs were spread wide and she hung on 
tightly. It was excellent therapy — but nobody 
called it that. 


In the cornfield she helped her father and brother 
clean the weeds out from among the young corn 
plants. That was good for the young plants — and 
for her, too! But after several trips to the cornfield 
on the donkey with her father, Maricela begged 
him to let her ride alone. He was nervous, but he 
let her try. 


She could do it—and what confidence it gave her! 
Soon Maricela was preparing lunch for her father 
and brother and taking it to them in the cornfield 
— all by herself. Now she found she could do many 
other things she never thought she could. AIl- 
though she was still awkward, and at times had to 
look for special ways to do things, she found she 
could do most anything she wanted or needed to. 


tions and possibilities within her family and 
community. We must always look for ways to 
make therapy functional and fun. 


Recently, some ‘appropriate technology’ 
groups have tried to adapt standard ‘rehabili- 
tation aids’ to poor rural communities. How- 


ever, many of their designs are modelled fairly 
closely after the same old city originals; using 
bamboo and string instead of plastic and 
aluminium. Some of these low-cost designs 
are excellent. But more effort is needed to 
make use of the unique possibilities for re- 
habilitation and therapy that exist in the vil- 
lage, farm, or fishing campo. 


Maricela’s family did just this. The basket of 
corn, the washing rock, the rocking horse, and 
the donkey all became ‘therapy aids’ to help 
Maricela spread her spastic legs — and, at the 
same time, to take part in the life of her family 
and community. 


But not every family shells corn in baskets, 
washes clothes on rocks, or has a donkey. And 
not every disabled child has Maricela’s needs 
and strengths. So we repeat: 


We should encourage each family to ob- 
serve the specific needs and possibilities of 
their disabled child, to understand the 


basic principles of the therapy needed, and 
then to look for ways to adapt the therapy 
to the child's and family’s daily life. 


References recommended by the authors: 


Low-Cost Physiotherapy Aids, Don Caston & Joan 
Thompson. AHRTAG, 1982. Forty-five pages of draw- 
ings, £1 plus postage and packing. Stencils of these 
pages are available. AHRTAG, 85 Marylebone High 
Street, London W1M 3DE, U.K. 


Training Disabled People in the Community, WHO, 
1983. Reference RHB.83.1. Available from WHO, 
av. Appia, 1211 Geneva 27, Switzerland. 


CMC NEWS 


Dr. David Hilton joined the staff of the Christian 
Medical Commission in Geneva as Associate 
Director on March 10. He started his medical 
career working (1959-69) at a remote rural hos- 
pital in northeastern Nigeria. “It took me that 
long”, he says, “to realize that the amount of 
disease was not decreasing in spite of our ef- 
forts.” Dr. Hilton then joined the Lardin Gabas 
community-based health programme _ in 
Nigeria as Medical Consultant. This _ pro- 
gramme _ enables communities to. take 
responsibility for their own health through 


CMC 


The University of Manchester offers three dif- 
ferent courses for a foundation in the nature 
and components of primary health care. The 
diploma course, although a postgraduate 
study, has regularly accepted nurses and 
teachers. The Master's course is directed at the 
needs of people in management and coordina- 
tion of primary health care. A six-week sum- 
mer course is offered for those unable to at- 
tend longer study. These short courses usually 
run from late May through June. 


More information from: 
Administrative Assistant 
Centre for Adult and Higher Education 
University of Manchester 
Manchester M13 9PL, U.K. 


community development and training of 
village health workers. 


From 1979 until coming to the CMC, Dr. Hilton 
was physician to the Seminole Tribe of Florida. 
He also did part-time consulting for MAP Inter- 
national and for other organizations in Haiti, 
Honduras, Puerto Rico, Panama, Kenya, 
Ethiopia, Israel, Malysia and India. Dr. Hilton, 
an American, holds an MD degree and is qual- 
ified by the American Board of Family Practice. 


NOTES 


A Diploma in Community Health Manage- 
ment is offered by the RUHSA Department of 
the Christian Medical College and Hospital in 
Tamil Nadu, India. This course comprises 12 
months of full-time study and three months of 
project work. It is designed for doctors, nurses, 
health workers, social workers and others in- 
volved in primary health care programmes. It 
trains for both middle and senior level posi- 
tions. 


More information from: 
RUHSA Department 
Christian Medical College & Hospital 
RUHSA Campus P.O. 632209 
North Arcot District, Tamil Nadu 
India 


Salubritas, a quarterly newsletter giving prac- 
tical information on health care delivery in de- 
veloping countries is published jointly by the 
American Public Health Association and the 
World Federation of Public Health Associa- 
tions. 


Cost: US$ 10 per year; a limited number of 
copies available free of cost to health workers 
in the developing world. 


Available from: 
Salubritas, APHA 
1015 - 15th St., N.W. 
Washington D.C. 20005, USA 


Leprosy Mini-Packs are still available from 
Oxfam. The packs include eight documents for 
teaching diagnosis and control of leprosy. It is 
mainly intended for medical students, leprosy 
control officers, nurses and tutors. 


Cost: £10 or US$ 15 (personal pick-up is re- 
commended if possible to avoid high mailing 
costs.) 


Available from: 
Oxfam Health Unit 
274 Banbury Road 
Oxford OX2 7DZ, U.K. 


NEW PUBLICATIONS 


The Struggle for Health, by David Sanders 
with Richard Carver. Macmillan, 1985. 232 
pages. 


An argument for a radically new approach for 
those who wish to promote health, this book 
is sub-titled, “Medicine and the Politics of 
Underdevelopment”. The book looks at ways 
health workers can join the struggle to end 
underdevelopment, and states that the active 


participation of people in promoting health 
can aid in development. 


Available from: 
Macmillan Publishers Ltd. 
Higher and Further Education Division 
Houndmills, Basingstoke, 
Hampshire RG21 2XS U.K. 


Price: £2.95 paperback. 
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